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A B S T R A C T
Purpose: Social, cultural, psychological and many other factors signiﬁcantly impact the lives of epileptic
children and their families. Parental concerns towards their children are less known in south Asian
children with epilepsy. We aimed to identify the parental concerns regarding their children and
adolescents with epilepsy in Sri Lanka.
Methods: We carried out qualitative study in 3 districts of Sri Lanka, comprising 16 in-depth interviews
with parents of children and adolescents with epilepsy and 3 focus group discussions with primary
caregivers of epileptic children and key informants (schoolteachers, public health staffs). Content
analysis of the interview data was performed.
Results: Parental concerns were spread among seven themes that emerged from the content analysis.
These concerns were about the child’s functioning in areas such as physical, behavioural, psychological
and social, education, concerns related to anti-epileptic therapy and epilepsy as a disease. Parents were
more concerned about their child’s safety, educational achievements and future prospects in terms of
employment and marriage. Unpredictability of seizures, fear of stigma and unawareness of epilepsy
were the main reasons voiced by the parents for having such concerns. Increased concern and perception
of vulnerability was seen among parents whose children had epilepsy and co-morbid illness.
Conclusions: Parental concerns towards their children and adolescents show a multidimensional
construct. Unpredictability of seizures, fear of stigma and unawareness of epilepsy were identiﬁed as key
inﬂuential factors in moulding the parental concerns.
 2015 Published by Elsevier Ltd on behalf of British Epilepsy Association.
Contents lists available at ScienceDirect
Seizure
jou r nal h o mep age: w ww.els evier . co m/lo c ate /ys eiz1. Introduction
Epilepsy is a chronic neurological disorder characterized by an
episodic nature. Seizures alone often produce only a short spell of
disruption of consciousness and function. However, the associated
psychological, behavioural, social, educational and cultural factors
create a signiﬁcant impact on the lives of patients and their
families [1]. Thus, epilepsy is described as a social stigma, with
poor social prognosis; which sometimes can be worse than its
clinical prognosis. Psychosocial issues are not conﬁned to adults
with epilepsy. They appear to start at a younger age and affect the* Corresponding author.
E-mail address: muru_roshi@yahoo.com (R. Murugupillai).
http://dx.doi.org/10.1016/j.seizure.2015.10.016
1059-1311/ 2015 Published by Elsevier Ltd on behalf of British Epilepsy Association.entire family [2]. Epilepsy occurring in the developing years of a
child carries a greater potential to affect the quality of life
negatively [1].
Health related quality of life (HRQL) is deﬁned as an individual’s
subjective perception of the impact of health status, on physical,
psychological, and social functioning [3]. This is often heavily
inﬂuenced by the parent’s attitudes and behavioural responses
towards the child’s illness [4]. Parental perception of epilepsy is
likely to be inﬂuenced by culture and social beliefs. This aspect is
poorly studied in the Asian region. There is no documentation of
parental perception related to Sri Lankan children with epilepsy. In
an era where epilepsy treatment goal is not just minimizing the
seizures and adverse effects of drugs, it is important to understand
the parental concerns towards their child with epilepsy to meet the
goal of improving the quality of life successfully. This study aimed
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adolescents with epilepsy in Sri Lanka.
2. Methods
2.1. Approach
Qualitative study was chosen as it provides an effective
methodology to investigate experiences from the perspectives of
the individuals [5]. Besides, data generated in qualitative research
are culturally speciﬁc, contextually rich and meaningful and
provide in-depth exploration of issues that cannot be achieved
through quantitative methods [5]. We conducted in-depth inter-
views to establish a deep understanding of what parents
experienced in the given socio-cultural context and to identify
their concerns regarding their children and adolescents with
epilepsy.
To check the credibility of the gathered data, especially whether
the parents overestimate their concerns related to social aspects
such as stigma merely because they have a child with epilepsy or if
it really exists in the society, we did data triangulation [6–9]. We
chose to include individuals from the same social context who
share the same norms and are aware of the customs in that context.
We conducted focus group discussion (FGD) with key informants
from the local areas such as group of schoolteachers and group of
public health staff i.e. medical ofﬁcer of health, public health
nursing sister, public health midwives and child probation ofﬁcers
to validate the social aspects and a group of primary caregivers
(parents, non-parent primary caregivers such as grandparents) of
children and adolescents with epilepsy to validate data related to
the impact of epilepsy on child, family, etc. to see if similar
concerns emerge from these groups. In our study, FGDs were used
as a form of methodological triangulation. FGD data were used to
complement the in-depth interview data [8].
2.2. Setting and sampling strategy
Study was carried out in three out of the 25 districts (Ampara,
Monaragala and Hambantota) in Sri Lanka. This three represent a
multi-ethnic community in Sri Lanka. Ethical approval for this
study was obtained from the Ethics Review Committee of the
Faculty of Medicine, University of Colombo.
Purposeful sampling technique was used to achieve maximum
variation within the in-depth interviews and FGDs [10]. Sample
size was not calculated prior to data collection. It was determined
during the research process on the basis of theoretical saturation
point. This is the point in data collection when new data gathered
by conducting further interviews no longer bring additional
insights to the research questions [5].
Parents of children and adolescents aged 0–18 years with
epilepsy were identiﬁed from the paediatric and adult clinics in
state hospitals in each district. We included them regardless of the
type and duration of epilepsy. We also included parents of children
with epilepsy and co-morbid illnesses such as cerebral palsy to
study the complete spectrum of concerns related to epilepsy.
Participants were contacted by phone or via public health midwife.
All interviews were held in participants’ homes.
FGDs were conducted at a common venue convenient to all
participants such as community centre for the group of primary
care givers and respective work places for other groups.
2.3. Data collection
Informed written consent was sought before conducting in-
depth interviews and FGDs. Data were gathered using standard
procedures for in-depth interviews and FGDs [5,11]. Primaryauthor conducted all interviews and FGDs using pre-tested, semi
structured interviewer guide. Open-ended questions were asked
from the parents to describe their experiences and concerns in
4 main topics i.e., impact of epilepsy on the child’s development
and adjustment, impact of epilepsy on the family, impact of the
community and impact of disease (epilepsy) and its treatment in
general. Key informants in FGDs were asked to describe the impact
of community on patients and families with epilepsy (e.g. How
people in this community regard children/adolescents with
epilepsy? What are the common believes surrounding epilepsy
in this community? Are there any difﬁculties for children/
adolescents with epilepsy to live a normal life?) All interviews
were conducted face-to-face in Tamil or Sinhala, the main dialects
in the country. Interviews were audio-recorded and transcribed
verbatim in the local language and later translated into English.
2.4. Analysis
Primary author analyzed the data manually by content analysis
approach [12], which included the following steps—data cleaning,
coding, categorization and theme development. To minimize bias
in data analysis, 10% of data were double coded by an independent
investigator who was not involved in the study. Variation in coding
was discussed in a meeting to arrive at a consensus.
3. Results
Total of 16 in-depth interviews and 3 FGDs were conducted.
Participant characteristics for in-depth interviews are given in
Table 1 and composition of FGDs in Table 2.
Seven themes related to parental concerns emerged from the
in-depth interview data analysis. Brief descriptions of these
themes are presented here since it’s difﬁcult to report all of the
qualitative data [12]. FGD data were exclusively used for validation
purpose and had no effect in the development of themes with
respect to parental concerns. We would like to add that the
ﬁndings from FGDs were essentially the same as it was from the in-
depth interviews and there was no new information gained from
FGDs.
3.1. Concern about physical functioning
The interviews demonstrated that parents were concerned
about epilepsy affecting their child’s physical ability to function
normally. It appears most of the parents were happy with the
growth and development of their child although they often
deemed epilepsy as a serious disease.
After this illness (seizure) she couldn’t walk. We were scared
thinking that she would never walk again. . . after taking the
medicine, she started walking again . . . Children like this (with
epilepsy) are like that. . . aren’t they?. without walking and unable
to speak isn’t it? We never thought that she would be like what she
is now. Even though we are worried that she got sick (seizure), we
are happy that she’s able to do everything now (mother of a 9-
year-old girl).
Parents of children with epilepsy and co-morbid illnesses such
as cerebral palsy/mental retardation were more concerned about
the developmental delay especially when the child cannot perform
day-to-day tasks without assistance.
Physical injuries due to fall during seizures was one of the
reason for not allowing the child to be alone. ‘We want to send her
alone, but we only understand when she’s going to get sick (seizure)
and fall, others don’t know this. When she goes to neighbour’s house to
play, I also go with her.’ (mother of 9-year-old girl)
Table 1
Participant characteristics for in-depth interviews.
Parents
Gender
Male 2
Female 14
Age
Mean 39 years 9 months
Range 28–54 years
Educational level
Never attended school 4
Grade 5 and below 2
Grade 10 and below 9
Completed advanced level 1
Children with epilepsy
Gender
Male 11
Female 5
Age
Mean 12 years 3 months
Range 5–18 years
Age at onset
Mean 5 years 11 months
Range 3 days–7 years
Seizure type*
Simple partial 9
Complex partial 2
Generalized tonic–clonic 4
Absence seizure 1
Seizure frequency
>1 per week 2
>1 per month 3
>1 per year 11
Medication
Sodium valproate 15
Carbamazepine 2
Topiramate 1
Clobazam 2
Clonazepam 1
Number of antiepileptic drugs
1 drug 12
2 drugs 3
3 drugs 1
Educational status
Never attended school 2
Mainstream school 11
Special needs school 1
School dropout 2
Co-morbid illness (cerebral palsy) 3
* Data from hospital clinical record.
R. Murugupillai et al. / Seizure 34 (2016) 6–1183.2. Concern about behavioural and cognitive functioning
Behavioural problems such as stubbornness, aggressive behav-
iour and anger were identiﬁed as concerns, which may affect
socialization process of the child. Aggressive behaviour was mostly
at home and when the children were not given in to their needs or
demands. Parents were happy when their child is sociable.
However, they worried over negative comments by the society
upsetting the child emotionally.
In severe cognitively impaired children with epilepsy, parental
concern was more towards providing necessary physical and
mental support to manage activities of daily living of the child.
Parents were also worried about the childish behaviour that
may lead to exploitation and sexual abuse. Thus, the need for
watchful protection was another serious parental concern.Table 2
Composition of focus groups.
Focus group Number of participants
Primary care givers 5 (All female)
School teachers 8 (male—4, female—4)
Public health staff 10 (male—4, female—6)A mother of 16-year-old girl recalls an incident in the past:
One day when she was standing outside, he (unknown person) tried
to cheat and take her with him to steal the earring that she was
wearing. Luckily, we grabbed her before that. If he had taken her
somewhere and left her alone, she would have got a shock. . . because
she doesn’t know the way to come back. For children like this, there’s
a chance for a dreadful event like that (sexual abuse) to happen.
3.3. Concern about education
Parents were very much concerned about epilepsy causing
learning difﬁculties like problems in understanding, memorizing,
slowness and laziness. These resulted in their poor school
performance.
He says that he forgets what he studies. He can write. . .but is late to
ﬁnish. If I teach him like a story and when he remembers that in the
exam, he comes and tells me. . . but how can I tell stories out of
those big books? He can’t write fast. He says he can’t understand
what they (teachers) tell. He writes leaving gaps in-between’
(mother of 14-year-old boy).
It appeared that securing an employment was a key concern for
parents and it reﬂected as wanting to educate their children well.
‘How can he (child) get a good job if he didn’t study well? You can’t get
a good job in the government sector without passing with good grades!
. . . He can sing well and he is a good actor. Everybody says that he can
become an actor one day. . . but he doesn’t like that. He wants to pass
the exam and go to university.’ (mother of 18-year-old boy).
Inadequate support from the teachers may be destructive to the
child’s psychological health and their willingness to pursue
education at school. A mother of 16-year-old girl recalls her
experience with her daughter’s teachers at school in the past:
‘She couldn’t pursue after grade 5 and it hurts her that she can’t go
to school like them (child’s sisters). Teachers didn’t cooperate with
her at school. I told them (teachers) that she’s sick. . . and they know
that she’s weak. . . when she got late to do the work, they didn’t
encourage her to ﬁnish it and submit later. . . support like this was
not given to her. When they (teachers) say ‘do it faster do it faster’
. . . her mind gets upset’.
Lack of trained teachers to understand and cope up with the
child was also a concern.
3.4. Concern about psychological/emotional functioning
Parents were concerned that epilepsy would make their child
sad and stressed and a possibility of developing a negative personal
image. Lack of understanding about the disease in younger age and
unfavourable reactions from peers were the main reasons
indicated by the parents. This led for some parents to avoid
discussing about epilepsy with their child.
‘He doesn’t understand that he is sick. He asks, why do you take me
to clinic every month? Should I always take these tablets?. . . He’s
small you know. . . so we quickly change the topic, we shouldn’t
hurt his mind. We also do that when others inquire about him when
he’s around’ (mother of 7-year-old boy).
Some parents stated that their child is determined and have
positive thoughts towards the future. ‘He likes to become a
doctor. . .he says that always. He says that if I want to have a good
life, I need to study hard for that.’ (mother of 13-year-old boy).
Majority of the parents reported that the relationship within
the family is good. Siblings were supportive and caring. Few were
concerned about the problems in adjustment with siblings.
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Unawareness and stigma surrounding epilepsy still prevails in
this community and affects the social functioning of children and
adolescents with epilepsy. ‘Lay people think it’s a communicable
disease’ (key informant-child probation ofﬁcer, male). The mere
mentioning of the term ‘epilepsy’ was socially unacceptable in
most instances. A trend in opting for gentler terms to indicate their
child’s illness was noted during the interviews. In some cases it
was even to an extent of denial. A grandmother stated ‘Doctor told
our child doesn’t have epilepsy’ even when the clinical record
conﬁrmed her underlying epilepsy.
Most of the parents expressed that they do not want to tell
others about their child’s epilepsy because of fear of stigma. It
appeared that parents of children with epilepsy and severe co-
morbid illnesses were open about their child’s mental handicap
but did not like telling that their child has epilepsy. However, some
parents thought that it was important to keep others (neighbours
and teachers) informed about the child’s epilepsy for their support
during an emergency.
Stigma might also affect building relationships with others and
making friends. Parents were concerned that their child would be
socially excluded. Social participation was affected in some
children since parents restricted their participation due to fear
of seizures in public. A key informant (teacher, male) described his
experience when he witnessed what happened after a child had
seizures in public: ‘everybody looked at her (child who had the
seizure) differently. . .. . . like . . . as if they don’t like to sit next to her . . .
others didn’t want to allow their children to play with her.’ There were
also instances when people in the community intimated the
parents not to bring their child for gatherings.
Regarding the child’s future, possible difﬁculties in employ-
ment opportunities, marriage prospects and family life were major
parental concerns. ‘People mention about the difﬁculty in getting her
married right to her face’ (mother of 18-year-old girl). Concern about
the child’s future was more in parents whose child had severe
seizures like generalized tonic–clonic seizures or co-morbid
illnesses. ‘I’m worried about who will support my child after me’
(mother of 10-year-old boy).
Few parents expressed their concerns about limitations in
driving a motor vehicle, swimming and participation in sports
activities. According to them, unpredictability of seizures, possible
lack of help during an emergency and fear of seizures in public
were the main reasons for having such concerns.
3.6. Concern about epilepsy in general
Almost all of the participants expressed that the unexpected
nature of occurrence of seizures was a cause of major distress in
their lives. They were also concerned about the undeﬁned period of
time the child has to suffer the disease, provision of necessary
physical, mental and social support, fear of seizures in public and
possible subsequent stigmatizing consequences. ‘I’m worried about
it (seizures) coming back again. . . I don’t want to see it (seizures) again
with my eyes’. (mother of 7-year-old boy).
Not knowing about the disease at the time of diagnosis
increased the parental worry in the beginning. However, experi-
ence with the disease conditioned them over the period of time.
‘Earlier we were scared. . . I scream. . . but now after seeing this
again and again we are used to it.’ (mother of 14-year-old boy).
Cultural practices in the community inﬂuence the attitudes and
behaviour of the parents. All of the parents reported that they
sought religious/spiritual healing at least once. It was most
common after the ﬁrst seizure when the diagnosis was not made.
We also observed a restriction in giving some food to the affected
child. Food items that are thought to be ‘cold’ in nature are notbeing given to the child with epilepsy. This includes vegetables
such as aubergine, tomato, ladies ﬁnger, citrus fruits such as lime
and orange, certain types of river ﬁsh and ice creams. Preventing
from bathing in the river, climbing trees, riding bicycles were also
common and were mainly to avoid any catastrophic events due to
seizures when the child is alone.
3.7. Concern about treatment with anti-epileptic medicines
Perceived effectiveness of anti-epileptic medicines and fear of
recurrence of seizures are the main factors inﬂuencing the
compliance in this group of participants. Commonly reported
adverse effects were excessive sleeping, drowsiness, and aggres-
sive behaviour. Daytime sedation adversely affecting schooling of
the child was a concern.
Most of the parents expressed worry about the adverse effects
that may occur with long-term use of anti-epileptic medicines: ‘We
hear on the radio that drugs will affect the kidneys’ (father of 8-year-
old girl). ‘We are scared of the amount of drugs that we give to our
child. I heard that too many drugs might affect his (child’s) kidneys’
(mother of 9-year-old boy).
Cost of treatment was unbearable to some families especially at
times when they have to buy medicines outside the hospital
pharmacy. Otherwise medicines are dispensed free of charge to
patients in all state hospitals in Sri Lanka. Inability to buy the
medicines and forgetfulness are the two main causes identiﬁed for
missing doses. Interestingly, most of the parents reported that
even when they sought faith healing modalities and religious
rituals hoping to cure epilepsy in their child, they did not
discontinue the anti-epileptic medicines.
4. Discussion
This qualitative study has shown some of the real-life
consequences of epilepsy in Sri Lanka and highlighted important
challenges and issues faced by the parents. The focus of our study
was to identify the parental concerns towards their child with
epilepsy. It is important and valuable to know the expectations of
the parents since they play a major role in the medical decision
making for their child as in Sri Lankan context. It appears that
parental concerns are multidimensional and encompasses areas
such as physical functioning, behavioural and cognitive function-
ing, educational achievements, psychological, social functioning
and future related to epilepsy and it’s treatment. Apparently these
dimensions are congruent with the established domains of HRQL of
children with epilepsy [1,3,13] and are consistent with the impact
that epilepsy has on their lives.
The main ﬁndings of our study are parents were mostly
concerned about epilepsy affecting their child’s chances of
continuing education, securing a good job and marriage prospect.
Parents indicated epilepsy related stigma as the reason for having
such opinions about their child’s future. Lack of awareness on
epilepsy among the general public, shortage of services dedicated
to people with epilepsy for securing jobs and education in Sri Lanka
are probably other reasons. Social morbidity in epileptic patients
has been documented previously in Sri Lanka [2,14], Asia [15–17],
sub-Saharan Africa [18] and Europe [19]. In our study, parents
expressed both enacted and felt stigma. ‘Stigma coaching’ by
parents that was explained by Scambler and Hopkins [20] is
evident in our study. This might have an effect on how the child
perceives epilepsy and practice the same tradition in their
adulthood. Further, this might have a serious impact on health
seeking behaviour and compliance to anti-epileptic drugs.
Inversely FGD data of key informants in our study conﬁrms that
the ‘orthodox view point’ (i.e. ignorance, negative attitude and
discrimination of public being the main cause for epileptic patients
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our study area in spite of the advances in epilepsy treatment and
awareness initiatives taking place in the rest of the world.
Our ﬁndings are consistent with previous studies in which
parental concerns were child’s safety, independence, cognitive
effects, behaviour, education, future prospects, unpredictability of
seizures, medication adverse effects [21–23], emotional effects [2],
stigma, and social participation [14]. Unpredictability of seizures
appears to impact the child’s HRQL in many ways and pose an
important parental concern. Our parents were also concerned
about their child being seizure free rather than seizure reduction
[24,25]. Interestingly parental concerns did not differ, as one would
expect between parents of children with seizures that are often not
recognized as epilepsy in the public and parents whose children
have generalized tonic–clonic seizures. This may be because due to
the unpredictable nature of seizures, most of the parental concerns
were based on the fear of stigmatizing consequences among these
parents.
Increased concern and perception of vulnerability among the
parents of children with epilepsy and co-morbid illness compared
to parents of children with epilepsy alone was noted. This is
comparable to past studies in which epileptic children scored low
quality of life across multiple domains [26,27], worse in children
with severe epilepsy [28] and presence of neurological/psychiatric
comorbidities [26]. We also noted that among this group, the
perception of vulnerability decreased over time, while burden of
care and worries remaining stable [29]. We also observed the
characteristic cognitive appraisals in parents in maintaining a
positive outlook, re-structuring expectations and ﬁnding meaning
from their experiences to cope better with their child [30]. Since all
the interviewed parents were from the hospital clinics, we assume
that information about epilepsy communicated to the parents at
the time of diagnosis is inadequate or need more reinforcement to
alleviate unnecessary parental worries and anxiety over their child
[31]. Parents in our study showed good knowledge of antiepileptic
medicine therapy [32]. Apparently, regular medication advice
given during clinic visits and the perceived effectiveness of
antiepileptic drugs prompted by recurrence of seizures with
discontinuation are positive factors to maintain compliance to
drug therapy.
5. Strengths & limitations
Using in-depth interviews with parents helped to achieve the
depth of understanding of what parents experience in the given
socio-cultural context and further probe them to explain their
perceptions in detail in contrast to using a questionnaire. FGDs
helped in understanding the social norms, attitudes and variation
within the population.
The qualitative nature, purposive sampling and small sample
size may not represent all parents of children and adolescents with
epilepsy in Sri Lanka. Hence generalization of these ﬁndings is not
appropriate. Further, inclusion of parents of children and
adolescents with epilepsy with co-morbid illnesses could have
had a confounding effect on certain HRQL issues.
Despite these limitations, our study reveals a broad and
interesting outline of parental concerns and opens up avenues
for future research. Future qualitative work with epilepsy patients
can also investigate curious questions raised by this study, for
example the relative importance of these parental concerns for
patients.
6. Conclusions
Parental concerns towards children and adolescents with
epilepsy shows a multidimensional construct. Unpredictabilityof seizures, fear of stigma and unawareness of epilepsy are key
inﬂuential factors that mould the parental concerns.
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